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Service Needs and Problems 

of Developmentally Disabled Young Adults 

by Nancy Wesselman Deibler 

Introduct ion 

The fol lowing d i s c u s s i o n of the prob lems and serv ice needs of developmental ly 
d isab led y o u n g adults is not the result of scientif ic i nqu i r y . Rather , the contents of 
th is paper are der ived from conversat ions I have had and exper iences I have shared 
wi th d isabled y o u n g people. 

As a preface to the paper it is important to point out that most of the d isabled 
y o u n g people with whom I have developed a personal relat ionship have been ve ry 
capable intellectually. T h e problems I intend to identify here will be those perce ived 
by y o u n g adults whose disabi l i ty is pr imar i ly of a phys ica l nature. 

Second l y , most of the y o u n g people with whom I have contact were enrol led 
in segregated school p rog rams or c lassrooms at least du r i ng the ear ly y e a r s of 
their educat ion. It is my impress ion that some of the difficulties these y o u n g people 
are now facing can be traced to their segregated chi ldhood exper iences . If this is 
the case, it can be expected that future 17 to 25 year o lds who have an opportuni ty 
for integrated educational exper iences may have different or fewer problems than 
today 's 17 to 25 year o l d s . 

T h i r d l y , it seems to me that d isabled y o u n g people have bas ica l ly the same 
problems as nond isab led y o u n g people, only w o r s e . In most cases the " u s u a l " 
problems associated with the maturation p rocess are amplif ied for the d isab led 
y o u n g adult . 

F ina l l y , it is difficult to general ize about the needs of d isabled y o u n g people. 
Degree of d isab i l i ty , socioeconomic envi ronment , family situation and geographica l 
location are var iab les affecting the difficulties the d isab led young pe rson encounters . 

After tak ing the above points into cons iderat ion, however , there is stil l much 
that can be sa id about the problems and serv ice needs of developmentally d isabled 
y o u n g adu l ts . It a lso seems to me that the identification of the problem areas descr ibed 
below has useful implications for the p lann ing and de l ivery of se rv i ces to meet the 
needs of the developmental ly d isabled y o u n g adult populat ion. 

Signi f icant Problem A r e a s 

Identity. One of the most often mentioned areas of concern to d isab led young 

adults is identi ty. So r t i ng out "who I am" from "who I am expected to be " is especial ly 

difficult for a d isab led y o u n g adult . 

Not on ly must the d isab led y o u n g person sort th rough the usual baggage of 



family expectations and learned behav ior in attempting to establ ish an indiv idual 
identity, but , h e / s h e must find h im/he rse l f whi le under the influence of societal 
myths and stereotypes concern ing "the hand icapped . " 

The effort to find out "who I am" is a natural step in the maturation p rocess 
of human b e i n g s . There are some factors, however , that make this phase a par t i cu 
larly difficult and crucial per iod in a d isabled young p e r s o n ' s life. 

Hav ing learned s ince chi ldhood that they have special prob lems and needs , 
d isabled y o u n g people tend to feel that any problem thay have is related to their 
d isabi l i ty . A y o u n g moderately d isab led woman told me that until she went away 
to col lege, she d id not have op in ions independently of what she had been taught 
by her family. It was a s u r p r i s e to this person to learn that many of her n o n -
disabled peers could relate s imi lar exper iences. 

A large proport ion of d isab led young adults do not have nondisabled f r i ends . 
They may know a lot of nondisab led people but most d isabled y o u n g adults do not 
develop the gut level re lat ionships with nondisabled peers that permit an exchange 
of inner fee l ings . T h u s , d isabled young people have no way of know ing wh ich of 
their problems are the result of the maturation process and wh ich are part icular 
to them because of their d isab i l i ty . More s igni f icant , it does not even occur to 
many young people that some of the problems they are exper ienc ing are common to 
their nondisab led p e e r s . I s incere ly bel ieve, for example, that some d isabled 
y o u n g adults feel that "fear of not be ing accepted" is a problem never exper ienced 
by nondisabled people. 

Increased interaction among disabled and nondisabled y o u n g adults is needed 
in o rder to p rov ide a forum for the exchange of ideas and feel ings. Superf ic ia l e n 
counters , however , are not e n o u g h . Perhaps the trend toward increased integration 
of d isabled and nondisab led ch i ldren in school sett ings wil l result in the deve lop
ment of peer re lat ionships at an ear ly age. For today's young adult , however , i t 
may be necessary to organize rap g r o u p s consis t ing of both d isab led and nondisabled 
young people. D i s c u s s i o n s could help sensi t ize the nondisabled part icipant to the 
" h u m a n n e s s " of the d isab led part ic ipants and vice v e r s a . 

A related factor contr ibut ing to identity problems is that se l f - images are the 
result of interactions between an indiv idual and h i s environment. The powerful 
social stereotypes that g o v e r n the actions of many ind iv iduals with whom the d i s 
abled person comes in contact have great influence on the d isab led p e r s o n ' s self-
image. 

Hav ing g r o w n up in a society that has been conditioned to seeing d isabled 
ind iv idua ls presented as objects to be pi t ied, pampered and protected, the d isabled 
young adult may have come to think of h im/herse l f in the same w a y . It s u r p r i s e d 
me to hear one d isabled 24 yea r o ld woman, whom I cons ider to be very aware, 
exp ress sel f -doubts about her own humanness . As she put it, " M y phys ica l differ
ences from my peers have been s t ressed s ince I can remember. I t 's hard to over 
come quest ion ing whether I'm different on the inside too." 



An 18 year old d isabled male with no speech and with considerable phys ica l 
involvement told me he had trouble seeing h imsel f in a leadership role when I d i s 
cussed s u c h a posit ion with h im . From h i s past performance, i t was obv ious to 
me that he is leadership material. However , because of h i s lack of s p e e c h , it was 
assumed by teachers and community members that he shou ld not be groomed for 
leadership ro les . T h e young man 's sel f - image reflected this attitude. 

D isab led ind iv idua ls , themselves, are not immune from internal iz ing the 
societal s tereotypes. A major problem for many of the most severe ly d isab led 
y o u n g people is that there is a h ierarchy in the d isab led community. That i s , 
ind iv iduals with sp ina l cord injur ies are more h igh l y regarded than p e r s o n s who 
have been d isabled by pol io. Persons whose disabi l i ty resulted from pol io are 
more h igh l y regarded than pe rsons with cerebral pa l sy and speech p rob lems . 
Whi le some d isab led y o u n g people have found membership in d isabled act ivist 
g r o u p s an important source of emotional suppor t , the most severe ly d isab led p o p u 
lation has often felt rejected by the activist leadersh ip . 

Agenc ies and organizat ions represent ing d isab led ind iv idua ls must be e x 
tremely sens i t ive to the type of client image they present to the pub l ic . Whi le 
the "pity them" technique w o r k s well in terms of the money it sol ic i ts , it may cause 
i r reparable damage to the self- image of d isab led ind iv idua ls . Steps must be taken 
to see that the image put forth by publ ic relations and fund ra is ing materials is a 
posit ive and d igni f ied one . 

Lack of adult role models is another reason for the identity c r i ses d u r i n g 
the young adult y e a r s . The rap i s t s , teachers, parents and parent 's f r iends are 
usual ly ab le-bodied ind iv idua ls . When the d isabled chi ld reaches the y o u n g adult 
yea rs h e / s h e may have difficulty in seeing h im or herse l f in any of the usual adult 
ro les. 

Just as stereotyped roles for men and women make it difficult for some women 
to see themselves as the family breadwinner or for some men to see themselves as 
a n u r s e , lack of role models makes it difficult for d isab led young adults to see them
se lves as p ro fess iona ls , parents and leaders. T h i s problem comes to the foreground 
du r i ng the y o u n g adult y e a r s when most people make career cho ices, establ ish 
long-term relat ionships and develop leadership potential. 

In the dai ly course of events , d isabled y o u n g adults need to encounter d i s 
abled h igh school teachers, college ins t ruc tors , cafeteria managers , dorm c o u n 
se lo r s , book store manage rs , car dea lers , marr ied ind iv idua ls , fathers, mothers, 
and political party c h a i r p e r s o n s . Career d a y s might be organ ized so as to involve 
d isabled pro fess iona ls and community leaders. 

Ove r protective families may narrow the space a d isabled y o u n g adult has 
to experiment with h i s own identity. Most nondisab led young people spend h o u r s 
with p e e r s , out of parents ' control , exper iment ing with new k i n d s of re la t ionships, 
taking phys ica l r i s k s and t ry ing out new patterns of behav ior . Many d isab led 
y o u n g people are fed, d ressed and toileted by parents and end up doing only those 



th ings that have the paren ts ' app rova l . 

The d isabled y o u n g adult who is phys ica l l y dependent on h i s / h e r parents 
for transportat ion or mobil i ty, who is del ivered to school or a party and p icked 
up as soon as c lass is ove r or at a preset time, lacks the opportuni ty for e x p e r i 
mentation by wh ich one defines oneself . Opportuni t ies must be made avai lable 
to y o u n g adults for getting out of the house , away from parents for even ings and 
weekends . They must have the freedom to exper iment, to try out new behav io rs 
and to find out what they like and d is l i ke . 

Eve ry y o u n g pe rson is at one time or another a victim of the Mad ison Avenue 
synd rome, i .e. bodi ly imperfections are social ly unacceptable. A pimple is d e v a s 
tating for a nondisabled 18 yea r o ld . It is not hard to imagine how difficult it is 
to accept one 's twisted l imbs or misshappen hands or feet. O u r society is not ve ry 
accepting of di f ferences. Work ing toward greater tolerance of people who are u n 
like oneself in any number of w a y s would seem to be a worthy societal goa l . 

The young adult y e a r s for most d isabled people are a time for much sel f-
evaluation and a s k i n g the ques t ion , "Who am I ? " Getting to the point of ask ing 
this quest ion is in itself an important step, but the answer the indiv idual f inally 
p rov ides "makes all the di f ference." 

Socia l izat ion. I t has been d iscovered that most sexual problems facing d i s 
abled adults (except those with sp ina l cord injury) are not caused by phys ica l 
disfunction but are the result of the inability to establ ish social re lat ionships wh ich 
will lead to sexual act iv i ty. 1 P rev ious lack of opportunity to develop social sk i l l s 
has a great impact du r i ng the young adult y e a r s . 

Many d isabled y o u n g people have not been part of 4 -H C l u b s , Gir l Scou t s , 
Jun io r Achievement , T h e s p i a n s or other organizat ions in wh ich most y o u n g people 
develop social and organizat ional s k i l l s . These sk i l l s are prerequis i te for func
t ioning in an employment set t ing, s e r v i n g on a boa rd , or choos ing a mate - all 
"expected" activit ies for most 17 to 25 year o l d s . 

Organizat ions s e r v i n g youth need to develop p rog rams aimed at invo lv ing 
d isabled young people. Places catering to youthful clientele and audiences shou ld 
make special attempts to accomodate disabled ind iv idua ls . P rov i s i ons for whee l 
cha i rs need to be made in aud i to r iums, theaters and d iscotheques. Entrances to 
centers of social life need to be made architectural ly ba r r i e r free. 

Opportuni t ies for s e x education and family p lann ing se rv i ces need to be 
made available to d isabled y o u n g adul ts . T h i s includes access to treatment for 
venereal d i sease . Most y o u n g people are able to get to a doctor by themselves 
if they suspect a phys ica l problem or need information. For phys ica l l y dependent 
young adults this may be imposs ib le , and rather than r i sk telling a parent what 
is w r o n g , they wil l not seek he lp . 



When a d isab led young woman complained of lower abdomen pa ins and was 
rushed to the emergency room of a hospi ta l , the d iagnos is was appendic i t is . Once 
on the operat ing table, howeve r , i t w a s d iscovered that the problem w a s g o n o r r h e a . 
I was told that it wou ld have been standard procedure to check for venereal d i seases 
i f s u c h symptoms had been reported by a nondisab led young woman. No one even 
stopped to cons ider the possib i l i ty in this case. After al l , the woman was cerebral 
pa l s ied . Fur thermore , the woman, a college graduate , was unaware of the symptoms 
of venereal d i sease . No one had ever d i s c u s s e d such th ings with her . 

T h e r a p i s t s , vo lunteers , administrators must also be sensi t ized to the need 
to d iscourage unacceptable social behav ior among cl ients. It is common to see e x 
treme amounts of teasing go ing on between d isab led y o u n g people and p e r s o n s i n 
vo lved with them in rehabil itative set t ings. Social behav ior that would not be 
tolerated in nondisab led teenagers is often accepted or even unknow ing ly encour 
aged by p e r s o n s with whom disabled young people come into contact. T h i s k ind 
of interaction is counter product ive for the d isabled young person when h e / s h e 
tr ies to relate in the "real w o r l d . " 

Mobi l i ty . A l though mentioned earl ier in connection with identity, lack of 
transportat ion dese rves separate emphas is . L i v ing in a mobile society, where 
most people over 16 have access to some form of t ransportat ion, puts d isabled 
y o u n g adul ts at an immediate d isadvantage. 

Transpor ta t ion p rov ides access to soc ia l , educational, and employment o p 
portuni t ies. Even if special transportation is p r o v i d e d , for example, to and from 
college c l a s s e s , the d isab led y o u n g person is at a d isadvantage. Usua l ly the s e r 
vice is restr icted to a direct home - school route wh ich limits the amount of s p o n 
taneity in the d isab led s tudent 's p l a n s . Use of pr ivate transportation se rv i ces 
wh ich would permit the d isab led young person some degree of freedom and inde
pendence from parents is usua l ly impossible due to the h igh costs of such s e r v i c e s . 

Many d isab led y o u n g adults are learning to d r i ve . Access to their own 
transportat ion opens up a whole new wor ld for those d isabled ind iv idua ls who are 
fortunate enough to be able to afford an automobile and whose parents or counse lors 
have been suppor t ive of d r i v e r s t ra in ing . 

Insurance remains a problem in some states. Exper iences va ry great ly , 
but efforts must be taken to educate insurance companies about the excellent 
d r i v i n g records o f d isab led ind iv idua ls . 

While architectural b a r r i e r s have been receiv ing much publ ic i ty in recent 
y e a r s , they still remain ser ious obstacles in the l ives of d isabled y o u n g adu l ts . 
Nondisabled peers who otherwise might ask the d isab led indiv idual to join them 
for a movie, d i nne r , or weekend in a summer home may not extend the invitation 
because it is a lot of work to lift a wheelchair in and out of a car and up and down 
s t a i r s . 

B i g cities present different problems architectural ly than rural towns. I t 



is extremely difficult and dangerous to take most forms of publ ic transportat ion if 
someone in a g roup u s e s a wheelchair or has a severe mobility p rob lem. T h u s , 
either everyone in the g r o u p must take a taxi or else the d isabled indiv idual must 
take a taxi whi le everyone else u s e s the publ ic transportation sys tem. In both 
cases the cost of a taxi can be expens ive for the ind iv idua ls i nvo lved . 

Employment. Too many d isab led young people receive poor vocational 
t ra in ing . Exchanges of ho r ro r stor ies are often heard about exper iences with v o 
cational rehabilitation counse lo rs . Most stories center around the attitude of the 
counselor toward the cl ient. 

There are many d isab led y o u n g adults who at 24 have fine academic b a c k 
g r o u n d s but who are unable to f ind w o r k . Inadequate vocational counse l ing is one 
of the factors resul t ing in this si tuat ion. One common complaint about vocational 
gu idance is that the counselor decides for the client what field the client shou ld 
p u r s u e regard less of what the client s a y s h e / s h e would like to do . T h e result is 
that the y o u n g pe rson may end up in a field for wh ich h e / s h e has little or no pe r -
sonal interest. 

One d isab led y o u n g woman was asked by a counselor what her s t rong 
points were . T h e y o u n g woman responded that she wrote wel l . T h e counselor 
then s a i d , " O K , you ' l l be a technical wr i ter . " Counse lo rs often make their deter
minations on what they " th ink" the d isabled y o u n g pe rson is capable of do ing 
phys ica l l y and not on the bas i s of what the y o u n g pe rsons think they can d o . I t 
is the assumpt ions that are made about their abil it ies that frustrate d isab led c l ients . 
Fur thermore, cl ients do not feel they have the option to choose a field more to their 
l ik ing if they are not sat isf ied with the decision of the counse lor . T h e dissat isf ied 
person is often told that vocational rehabilitation serv ices wil l not fund the al terna
tive choice. 

A second problem is that counselors sometimes fail to inform a client fully 
about the career the client des i res to p u r s u e . A young woman interested in social 
work went into the field hav ing no idea that being a case worker wou ld require a 
lot of mobi l i ty. 

Disabled y o u n g people feel it is unfair that they have to make career de 
c is ions between the ages of 16 and 18. Many young people graduate from col lege 
without hav ing answered the quest ion of "what I will be when I g row u p . " Disabled 
y o u n g people are forced by the vocational rehabilitation system to determine career 
paths in their middle teen y e a r s . 

Dec is ions regard ing a career must often be made without the benefits of 
p r io r work exper ience. Unl ike most nondisabled y o u n g people, d isabled young 

adults have no wo rk exper ience, no summer jobs and no in te rnsh ips . A s i d e from 
offering practical exper ience that looks good on a resume, such work opportunit ies 
prov ide y o u n g people with information useful in making career dec is ions and with 
personal contacts that can be helpful in locating permanent work later o n . 



Another aspect to the problem of employment is the fear of be ing cut off 
from the ex is t ing suppor t sys tem. Disab led y o u n g adul ts, accustomed to rece iv ing 
S S I , Vocational Rehabil i tation and Medicaid benefits are leery of putt ing themselves 
into a situation in wh ich they may no longer be el igible for benefits from these 
p r o g r a m s . 

Fear of taking r i s k s is the result of two factors. Most d isabled ch i ld ren 
have their l ives programmed for them by teachers , pa ren ts , therapists and doc to rs . 
M a k i n g independent dec is ions and deal ing wi th the consequences may be new e x 
per iences for the d isab led y o u n g adult. It was pointed out to me by one d isabled 
y o u n g woman that she felt that people were a lways t ry ing to protect her and that 
she was neve r g i ven a chance to " fai l . " S h e felt that i f she had been g i v e n the 
freedom to fail and recover ear ly in life that she wou ld have been better prepared 
to take the r i s k s necessary for a full adult life. 

The second factor responsib le for making i t difficult for d isabled y o u n g 
people to be se l f -suppor t ing and independent from the government suppor t system 
is that the consequences of taking the step and fai l ing are cons iderable. S h o u l d a 
d isab led p e r s o n fail on the job or be f i red, there may be a long wait ing per iod be 
fore h e / s h e can start receiv ing benefits from the publ ic system aga in . 

In o rder to pay for the special transportation serv ices often needed to move 
the d isabled y o u n g adult to and from work and to " b u y " the benefits formerly p ro 
v ided under the publ ic suppor t sys tem, the p e r s o n ' s sa la ry must exceed the amount 
one can normal ly expect to make on a first job. These ba r r i e rs to enter ing the job 
market often result in the d isabled young pe rson pass ive ly dec id ing to remain in 
the "sa fe" terr i tory of the publ ic support sys tem. 

F ina l ly , i f a person needs assistance in toileting or feeding, places of e m 
ployment are not p repared to offer these k i n d s of s e r v i c e s . Ei ther the d isab led 
pe rson needs to be able to prov ide h i s / h e r own aide or forfeit the job . Exper iments 
need to be conducted to f ind w a y s of help ing employers accomodate severe ly d i s 
abled employees. For example, the responsib i l i ty to ass is t a d isab led employee 
could be written into another employee's job descr ip t ion. The person would be 
h i red knowing that h i s wo rk responsibi l i t ies included the aide funct ion. T h e d i s 
abled employee shou ld not have to depend on the good will of fellow employees to 
help him or he r on a regu la r b a s i s . 

There is no one remedy to the employment problems of d isab led y o u n g 
people. Efforts to improve the situation must focus on severa l aspects of the p r o -
b lem. Vocational counse lo rs must develop more posi t ive attitudes toward their 
c l ients . D isab led y o u n g people must be informed of their r ights within the s y s t e m . 
T h e y do have the r ight to appeal dec is ions of vocational counse lors and to request 
a new counse lor . Many y o u n g people are unaware of these opt ions. 

In ternsh ips and summer jobs must be made avai lable to d isab led y o u n g 
people. Volunteer opportuni t ies also shou ld be opened u p . Disabled people are 
a lways on the "recipient e n d " of the volunteer re lat ionship. I f vo lunteer ing and 



doing for others is a reward ing exper ience, it shou ld not be avai lable only to the 

abled bod ied . 

Suppor t s y s t e m s , not necessar i l y f inancial , shou ld be made avai lable to 
d isabled people du r i ng the transit ion per iods from dependence on the system to be 
coming se l f - suppor t i ng . Psycholog ica l and emotional suppor t could make the differ
ence between making a successfu l transit ion and falling back to the government 
suppor t sys tem. 

A tax b reak for transportat ion to and from work is essential unti l or un less 
accessib le pub l i c transportat ion is made available to all c i t izens. Without the tax 
break or a federal s u b s i d y for transportat ion s e r v i c e s , i t wil l never " p a y " some 
d isab led y o u n g people to get a f irst job. 

Fear Of T h e Fu tu re . F o r most young adults the future is something to be 
anticipated with great expectat ions. Seventeen to twenty-f ive yea r o lds are b e 
g inn ing to think about setting up homes and start ing famil ies. T h e y are looking 
forward to be ing f inancial ly independent from their famil ies. T h e same per iod for 
the d isab led y o u n g adult may not y ie ld such rosy expectations. D u r i n g these y e a r s , 
p e r h a p s , the y o u n g pe rson may g ive the first ser ious thought to h i s / h e r future. For 
those d isabled young adults who have been heavi ly dependent on their parents , the 
threatening quest ion becomes, "What will happen to me when my parents d i e ? " Fear 
ful of making the attempt or unable to get a job, the issue of employment presents 
no cause for opt imism. Soc ia l ly retarded in compar ison to their nond isab led pee rs , 
integration into the community for some disabled young adults becomes a difficult 
if not impossible task. 

T h e y e a r s from 17 to 25 constitute the transit ion per iod from youth to 
adul thood. I f the d isabled young adult does not take h i s or her place in society 
d u r i n g these y e a r s , a sel f -perpetuat ing cycle develops in wh ich the ba r r i e r s to 
part icipation in usual adult activit ies multiply as a result of nonpart ic ipat ion, and 
the greater the b a r r i e r s , the less the l ikelihood of part icipat ion. 

Alternat ive l iv ing arrangements need to be made avai lable for every d isabled 
y o u n g adult who cannot or who chooses not to live with h i s / h e r family. T h e l iv ing 
situation shou ld include suppor t ive serv ices for phys ica l care, s h o p p i n g , c leaning 
and other personal maintenance activi t ies. It must also prov ide access to soc ia l , 
employment and educational opportuni t ies. Isolation from the community shou ld be 
avo ided. 

Conc lus ion 

Perhaps the most important step that could be taken to insure that the needs 

of d isab led y o u n g people wil l be known and met is to train them to be their own a d 

vocates. D isab led y o u n g people must be encouraged to speak out, to unders tand 

their r ights within the s y s t e m , to learn how to go about seek ing change within the 

sys tem. 



I am not sugges t i ng that the advocacy function be left solely up to d isab led 
y o u n g people. However , 1 do think that the chances of accurately d i agnos ing the 
prob lems and of identi fying poss ib le solut ions are increased i f d isab led y o u n g 
people are actively invo lved in the advocacy role. 

Footnote 

Robert C . Ge ige r , M . D . , S u s a n E . Kn igh t , Herbert Vandervoor t , M . D . 
"Sexua l i t y and Cerebra l Pa lsy Project Final Report" (Unpub l ished s tudy c o n 
ducted by the Human Sexual i ty Program of the Un ivers i ty of Cal i fornia Medical 
School ) 1973-74, p . 4 . 
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